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Mr. Chairman and Members of the Committee:

| am pleased to present the President’ s budget request for the National Institute
of Nursing Research (NINR) for FY 2002, a sum of $117,686,000, which reflects an
increase of $12,508,000 over the comparable Fiscal Y ear 2001 appropriation.

Thisyear, asNINR celebratesits 15" anniversary, it is encouraging to
reflect on the progress made so far. Nursing research on a broad range of issues
has been stimulated, developed, funded, published, and integrated into practice,
wher e patients and the public are already reaping the benefits of improved health
care. Studiesincludeimproving management of symptoms and quality of life for
theincreasing population of patientswith longstanding chronic illnesses,
smoothing the transition of advanced technologies into people' slives, such as
genetic screening and telehealth; reducing health disparities among minorities and
those without adequate accessto the healthcar e system; and improving care at
theend of life. Yet nursing research isa young science. It must continueto grow
to help meet urgent national health needs, expectations of our nation’s people, and
requirements of 2.7 million registered nursesfor well-tested, effective
interventions. NINR research iscentral in supplying empirical evidence that
expandsthe scientific base for care affecting people’' s physical, psychosocial, and
cultural needs.

TRANSLATING RESEARCH FINDINGSINTO PRACTICE
AT THE COMMUNITY LEVEL

L et meillustrate how nursing resear ch can influence public and private
organizations at the community level — and in so doing, help eliminate health
disparities. NINR study findings addressed an important health issue -- low
birthweight and preterm births -- and supported resear ch that promoted lower
incidence while decreasing costs to the healthcare system. Accordingtothe
National Center for Health Statistics, the United Statesis a disappointing 26"
among industrialized nationsin the number of babies per 1000 dying beforetheir
first birthday. The national rateisover 7 deaths per thousand. For African-
Americansit isover 14 per thousand. In North Carolina, wher e the study took
place, investigator s targeted low-income African American pregnant women and
Caucasian women at particular risk for low birthweight, including pregnant teens.
Thisfive-year project involved a home visit followed by low-cost, low-tech phone
calls by registered nursesto monitor health and address problems of the women.
Results showed that the low birthweight rate for the treatment group was 10.9
per cent, compared with 14 percent for controls. For African Americans 19 years
and older, the results wer e even mor e pronounced — 11 percent in the treatment
group versus 17 percent for controls. For thisgroup, cost savingsto the hospital



were $277 per pregnancy. Extended savings also resulted from areduction in
long-term problemsrelated to low-birthweight.

Investigator s expanded theintervention to four programsthat included
Hispanics, African-Americans and Caucasians -- three programs focusing on low-
income women and one on women of all income levels nationwide. Theresults
equaled or bettered theoriginal study findings. All four programs are continuing
today without Federal resear ch funding -- having been adopted by private sector
organizations, including a national HM O.

IMPROVING DAILY LIVING FOR
ALZHEIMER'SDISEASE PATIENTS

Thisanniversary year presentsthe opportunity to recognize some notable
nursing science advances. For example, with respect to Alzheimer’s disease
patients, an important goal is preserving their functional capacity aslong as
possible so that they can bathe, dress and feed themselves. Researchers studied
nursing homeresidentswith Alzheimer’sdisease— the most disabled group in
these establishments. Their disabilities were found to be caused by cognitive
deficits, but also by the staff’ sinability to encourage independence. Thiscan
cause disability beyond what can be expected of cognitiveimpairment alone. The
study involved nursing home staff instituting one-to-one inter ventions to improve
theresidents' abilitiesto bathe and dress. First, theresidents were examined to
deter mine which skillsthey retained. Then the physical and social environment
was restructured to reactivate those skills. Findingsindicate that the intervention
improved residents’ bathing and particularly dressing capabilities, and disruptive
behaviorswerereduced. Improvementswere realized within five days time and
wer e maintained by the end of three weeks. To achievethis, however, staff time
with each resident increased. Investigatorshypothesize that the amount of time
can bereduced if the goal isto maintain theresidents skill levels, rather than to
raisethem.

END-OF-LIFE/PALLIATIVE CARE RESEARCH

Another issue predominantly affecting seniors, but also affecting people of
all ages, ishow toretain quality of living during life'sfinal phase. NINR hasa
special interest in thisarea and isthe Institute that coor dinates end-of-life
research at the NIH. A major issueisthat, while capable of enhancing life,
technologies and treatments can also involve bur densome procedur es that may be
futile and prolong discomfort and pain. Thedecision whether or not to withdraw
life support, usually made by family membersor friends on behalf of the dying
patient, isa difficult decision to make. NINR researchers measured family
member stresslevels and found them to be twice as high asthose dueto other
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serious crises, such as construction disasters, or losing a hometo fire. Thisstudy
isone of thefirst to show that existence of an advance directive eases stresson the
family when life-sustaining treatment iswithdrawn. When an advance dir ective
existed to guide decisions, the families wer e better able to focus on patients
quality of lifeand lesslikely to choose prolonging life at all costs.

FACTORSINFLUENCING OBESITY
IN ADOLESCENTS

Obesity can decrease quality of life and shorten life span. Accordingtothe
Centersfor Disease Control and Prevention, 13 percent of children and 14 percent
of adolescents ar e overweight, continuing the pattern of the past two decades.
Theseyoung peopleare at risk for cardiovascular diseaselater in life. In a study
of 2000 adolescents, a nurseinvestigator found that for both males and females,
theinfluence on obesity of ethnicity and socioeconomic status was greater than the
influence of watching TV or playing video games. African-American teensand
low-income female teens wer e at special risk, which suggests wher e the emphases
of prevention programs should be placed. The study also indicated that
participation in high-intensity exer cises, such asbasketball or swimming, may
protect boys against obesity. School physical education and community recreation
programsthat feature high-intensity physical activities could help lower the
obesity rate. Further research isneeded, however, before programs can be
developed for girls.

NEW AND EXPANDED INITIATIVES

Turning to theimmediate future, next year NINR plans an increased
emphasison chronicillness. Therisein chronicillness creates an escalating
demand for strategiesthat enable peopleto live as normal lives as possible, even
while they are dealing with chronicillness. Another key factor is caregiving for
family membersat home. Thispracticeisincreasingin importance as an essential
ingredient of the Nation’s healthcar e system.

The chronic disease of cancer has special urgency for minorities, because
it isthey who bear an unequal burden for thisdisease. The Healthy People 2010
report statesthat African Americans are 34 percent more likely to die of cancer
than are Caucasians. New ways must be found to reversethisdisturbing trend.
NINR plansto concentrate on culturally-sensitive prevention resear ch that focuses
on lifestyle factors, such asalcohol, poor diet, and exposur e to environmental
toxins. We will also develop and test innovative appr oaches to increase screening
for cancersin minorities, which should help reduce disease or bring balancetothe
present unevenness of disease expression among populations.



Chronic pain, prevalent throughout our society, is frequently the reason
people visit doctors and hospitals, and it can significantly influence recovery from
illness. Imagine, however, being in severe pain but not able to tell the nurse or
doctor about it. Many people arein thisposition, which makes pain treatment all
the moredifficult. Examplesinclude those who may be cognitively impaired, or
cannot speak English, or areinfantsunableto talk yet. Next year NINR plansa
new emphasis on pain. Resear chersmust discover cuesthat indicate the presence
and degree of pain sothat adequate treatment can be provided for those who
cannot speak for themselves. Research isalso needed to address other barriersto
the effective treatment of chronic pain, including under-reporting of pain and
under utilization of analgesics.

Freguently accompanying chronic illnessis cachexia, a condition signaled
by muscle wasting and weight loss. Patients with cancer, cystic fibrosis, AIDS,
and chronic lung disease are at risk for cachexia. Theimpact on quality of life
stems from fatigue, weakness and susceptibility to other complications. Despite
promising opportunities, there has been limited resear ch attention to this
condition. Theurgent needs of patientswith long-standing illnesses dictate that
cachexia must be addressed.

Thosewho carefor ill family members are sometimes overlooked in the
overall battle against chronicillness. Yet according to the Center for Advancement
of Health, nearly onein four familiesin our country areinvolved not only with
physical care of their relatives, but also in dealing with behavioral or cognitive
problems. Yet many caregiversmust still shoulder their other responsibilities of
daily life. The combination of these demands can put them at risk for poor health,
caused in part by the stress of caregiving and perhapstheir own advanced years.
NINR planstoincreaseresearch in thisarea, including studiesto promote learning
and refining car egiving skillsto benefit the patient, and strategiesto safeguard
caregivers own health and quality of life.

BUILDING THE CAPACITY TO DO NURSING RESEARCH

NINR must also ensurethat the nation maintains a sufficient, well-prepared
supply of nurseresearchersto provide the empirical evidence necessary for clinical
nursing practice. NINR offersa variety of NIH training opportunities, including
those emphasizing patient-oriented resear ch and resear ch conducted by and
involving minorities. We must also address the concerns of the recent report of the
National Resear ch Council on the needsfor biomedical and behavioral scientists.
Thereport recommended that NINR emphasize resear ch training that facilitates
earlier entry intoresearch careers. Toaddressthisconcern, NINR hasdesigned
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several innovative programsto attract studentsto early research careersand to
shorten theentry timeinto research. We also plan to continue our successful
Summer GeneticsInstituteto fill the need for expert nurses prepared to address
the many issuesraised by genetic advances.

In closing, contemporary and future biomedical and behavioral resear ch
will continue to emphasize many aspects of what nurses do well — such as ethnic
and culturally sensitive approaches, health promotion, and symptom management
—all strong resear ch emphases of NINR. NINR must continue to build good
sciencein these critical areas.

The NIH budget request includes the performance information required by
the Gover nment Performance and Results Act (GPRA) of 1993. Prominent in the
performance data is NIH’s second annual performancereport which compared our
FY 2000 resultsto thegoalsin our FY 2000 performance plan. As performance
trends on resear ch outcomes emer ge, the GPRA data will help NIH to identify
strategies and objectives to continuously improve its programs.

| would be pleased to answer any questionsthe Committee may have.



